Objectives -To describe the first two years of a paediatric home care service.
Introduction
The Department of Health recommends that children should stay in hospital only if the care they need cannot be provided at home, in the outpatient department, or on a day basis in hospital.1 Paediatric home care offers an alternative to hospital, but it must provide an appropriate and coordinated service for children and adequately support their families. 2 We describe how far this was achieved in the first two In 1989 high rates of hospital admission among infants5 and the perceived difficulties of disadvantaged families in ethnic minorities in coping with the management of children in hospital led to the establishment of the paediatric home care team with funding for three years from the Tower Hamlets Inner Area Programme. The scheme was approved by the local community health council, family practitioner committee, and medical committee and by the local authority.
The first nurse appointed to the team (PJK) started in April 1989 and spent three months developing service objectives, recruiting other team members, and discussing the service with staff in hospital and in primary care.
AIM AND OBJECTIVES OF HOME CARE SERVICE
The service was set up for sick children in Tower Hamlets whose nursing needs would normally be met in hospital. Its aim was to improve the quality of their care by extending the role of the sick children's nurse into the community. The main objectives were as follows: * To be an alternative to hospital admission for sick children being referred by general practitioners and casualty and outpatient departments * To shorten stay in hospital for admitted children * To support the families of children admitted to hospital and increase their independence by enabling them to provide nursing care at home * To provide an equitable service, accessible The team members were four full time registered sick children's nurses, a full time Bengali interpreter, and a part time secretary, based and managed in a health centre. The interpreter received training in counselling families with children with disabilities.
Referral criteria were not specific to particular diagnoses, except that children with diabetes continued to be managed by a specialist diabetes nurse who was not part of the home care team. Children who lived in Tower Hamlets and required practical nursing care at home or in school could be referred by any health professional. Each referral had to be agreed between the referrer and the parents, who were given the option of continuing with standard care. Hospital facilities remained available to children.
As this was a new service the home care team at first initiated referrals by discussion with hospital staff. As the service became more familiar, referrals were initiated by hospital and primary care staff and, to a small extent, by parents.
For each child referred visiting requirements were negotiated with parents, who were also able to request visits by telephoning the health centre. Members the objectives of the service were met, by describing the use of the service in its first two years and a survey of parents and general practitioners of a sample of children referred in the first year.
Methods
As part of the routine management of the service we recorded details of the referred children. They included age, diagnosis, language spoken by the family, date and source of referral, number of visits made by the nurses, and date of discharge from home care. We also monitored the caseload, comprising children being regularly visited by the team and children known to the team whose parents could request help.
To illustrate the scale of the service the total number of inpatient episodes in the Royal London Trust (then The London Hospital) for children in Tower Hamlets was compared with the number of children referred to the service from this hospital over one year. The starting date was 1 December 1989, when the caseload approached a stable level ( figure) .
The costs of the service were estimated from records kept by the team and excluded costs to families, other health services, or the local authority.
The work of the team was examined in detail by an observational cross sectional survey of a stratified sample of 50 children. The sample was drawn in May 1990 and weighted in proportion to the contribution of "low demand", "medium demand," and "high demand" children to the workload (table 1) , as defined by the number of visits they had received at that time. "Low demand" patients were drawn from those referred after January 1990 to avoid problems with recall. At the time of the survey 20 of the children in the sample were still being seen by the home care team, 17 had been discharged within the previous two months, and 13 before then, including two children who had died.
The families of the children in the sample were interviewed at home by MAT with a list of open ended questions. Parents were informed that MAT was not a member of the home care team and that their comments would be anonymous. They were asked what they had to do to look after their child at home and how this compared with what they had to Tatman, Woodroffe, Kelly, Hamrs Home circumstances offamilies The 47 children lived in 46 families (two were siblings), of which all but four contained both ability: "I was amazed at myself and at how quickly she healed. " Regimens were incorporated into the home routine: "You slot it in -it becomes a way of life."
Role of home care team The home care team provided practical nursing care to 27(57%) of the children, including changing dressings, skin care, venepuncture, giving injected drugs, and monitoring progress with treatment. Sixteen families (34%) had relied on the nurses for medical supplies.
Parents of 43(91%) children had found home care useful. In addition to practical care, parents of 33(70%) thought that the guidance and support they had received were important, and those of 25(53%) were reassured by the nurses monitoring the child's condition. The families of four (9%) children found home care of little use, either because the problem was minor or because the visits had not reduced their workload.
All of the 22 families who spoke Bengali had been visited by the home care team with their interpreter. When surveyed only three spoke English well enough to be interviewed without help from the research interpreter. Parents expressed dissatisfaction with provision of interpreting facilities in hospital, relying on English speaking relatives or older children for help. Many volunteered that full explanation of the child's management did not occur until the home care team visited.
Comparison of hospital and home care
Parents of 15(32%) children felt that hospital admission had been avoided or reduced by home care, parents of 10(22%) that day attendance at hospital had been avoided, those of 11(24%) that there had been no change, and those of 11 (24%) did not know or said that it was impossible to tell.
Thirty five children (74%) had previously been admitted to hospital, 20 of whom had had their parents resident with them; the other parents visited, 14 having been unable to stay overnight because of their other children and one because she had anxiety attacks in hospital. All parents felt that their children were happier at home than in hospital, but for eight their child's distress on admission was a particular problem. Ten There was agreement between the responses of families and general practitioners for 23 of the children, 13 of whom were felt to be the general practitioners responsibility and 10 the responsibility of the hospital or home care team. Both general practitioners and parents felt that the children whose condition was less stable were the responsibility of the paediatricians. There was disagreement in 10 cases. General practitioners felt responsible for nine children, but the parents said that they had been told to go straight to hospital if the child deteriorated, that they preferred to contact the home care team, that it was more convenient to attend hospital, or that their relationship with their general practitioner had broken down. Although the remaining child was considered by the parents to be the general practitioner's responsibility, the general practitioner wrote: "The home care team largely communicated fairly well, but as I had little information from the hospital as to the overall plan I found dealing with arising problems difficult. It was never clear to me where the responsibilities lay. The parents required a lot of counselling, again a difficult task without adequate hospital letters."
Views of general practitioners
General practitioners saw communication as a problem. Adequate information had been received by the general practitioner both at referral and in subsequent feedback for 10(28%) of the 36 children whose general practitioners replied to the questionnaire. When asked to rate the role of the home care team in the children's care, general practitioners rated it "useful" or "very useful" for 11(31 %) children and as "essential" for eight (220 o), but the general practitioners of 17(47%) children replied "not known."
In 18(50%) cases the general practitioner worked with a practice nurse and in three he or she felt that the practice nurse 
FEEDBACK OF RESULTS TO STAFF
The results of the survey were discussed at a meeting with the consultant paediatrician and home care team to which all general practitioners in Tower Hamlets were invited. It was felt that the condition of some children receiving home care was sufficiently unstable to warrant open access to hospital and that the issue of clinical responsibility was determined by the needs of the child. Negotiation of this with parents at the outset of home care depended on good communication between paediatricians, primary health care teams, and home care nurses. In particular, paediatricians were responsible for handing over clinical responsibility to the general practitioner. Telephone calls were seen as the best but also as the most time consuming way of achieving this. Greater use of records held by the parents was also agreed.
In our experience paediatric home care improves the quality of some aspects of care, extends the choices available to families, and enables partnership with parents to meet the needs of children. Further work is necessary to improve liaison with the primary health care team. Just as the families slotted their child's health care into the rest of their lives, we need to think beyond our traditional models of provision to address more fully these families' needs.
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